



Background: Chronic obstructive pulmonary disease (COPD) is a life-limiting condition with 
palliative care needs. Despite increasing awareness about the role palliative care can play in 
care provision for patients with advanced COPD, integration in standard care remains 
underdeveloped. The unpredictability of the disease progression and misconceptions about 
palliative care being equivalent to end-of-life care often prevent a timely integrated approach 
in advanced COPD.  
Aim: To identify practices designed to increase integration of palliative care in the management 
of patients with advanced COPD in a respiratory service in Southern Switzerland. 
Design: A participatory action research approach was chosen and key stakeholders were 
involved to develop new knowledge and practices, supported by a Theory of Change 
framework. Data from each cycle and retrospective analysis at the end of the whole research 
were analysed using thematic analysis.  
Setting/Participants: Five action research cycles with seven healthcare professionals working 
in palliative or respiratory care settings were conducted.  
Results: Three elements of integrated palliative care in advanced COPD were identified: 
multidimensional assessment, healthcare professionals’ education and interdisciplinary team 
meetings, which are the pillars of a new integrated palliative care model for patients with 
advanced COPD. 
Conclusions: The new integrated palliative care model in advanced COPD includes essential 
elements with a focus on patients, healthcare professionals and care delivery. Further research 
on testing this model in clinical practice, service development, implementation processes and 
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possible outcomes, including evaluation of the financial impact of integrated palliative care is 
necessary to foster this care approach across all possible settings. 
Key statements 
What is already known about the topic? 
• Although the recognition of COPD as a life-limiting condition with palliative care 
needs is increasing, palliative care provision in COPD remains underdeveloped 
• Integrated palliative care aims to create continuity of care within a patient’s care 
network, thus avoiding care fragmentation with all individuals involved 
What this paper adds? 
• Development of a new integrated palliative care model through a participatory action 
research with key stakeholders who care for patients with advanced COPD  
• Identification of essential elements to foster care integration, as these key features are 
often overlooked in clinical practice 
• The use of a Theory of Change (ToC) framework as a theory to support reflections 
about the need to change care delivery for patients with advanced COPD and foster 
palliative care integration 
• Institutions that are supporting change of care delivery for these patients are challenged 
to develop educational programmes for healthcare professionals caring for patients with 
advanced COPD and their families 
Implications for practice, theory or policy? 
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• Multidimensional assessment, healthcare professionals’ education and interdisciplinary 
team meetings are the pillars of this new integrated palliative care model for patients 
with advanced COPD  
• Raising awareness among healthcare professionals working for palliative and 
respiratory care services about the role palliative care might play in advanced COPD 
• Availability of a theory to guide implementation that can be tested in both local 
evaluation processes and in further research 
• Future research on service development, implementation processes and outcomes, 
including evaluation of the financial impact of integrated palliative care provision is 
deemed necessary to foster this care approach across all patients’ settings 
Introduction 
Chronic obstructive pulmonary disease (COPD) is a leading cause of worldwide morbidity and 
mortality in adults.1 Advanced disease is characterised by a decline in overall function, a 
progressive loss of independence and an important multidimensional symptom burden.2 
Although the recognition of COPD as a life-limiting condition with palliative care needs is 
increasing, palliative care provision in COPD remains underdeveloped.3 The disease 
unpredictability, the misconceptions about palliative care being restricted to cancer and 
perceived to be only relevant in the last days of life often prevent a timely integrated care plan 
for patients with advanced COPD.4 Several national and international guidelines on care 
provision for patients with COPD include the role of palliative care in advance disease, 
suggesting a palliative care approach and involvement of a palliative care team.5-8 However, 
they seldom advise how to provide palliative care in advanced COPD services, thus fostering 
debates on key components of palliative care delivery in this population. 
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Integrated palliative care aims to create continuity of care within a patient’s care network, thus 
avoiding care fragmentation with all individuals involved.9 A definition of palliative care 
integration was proposed through expert consensus.10 This definition of care integration was 
developed linking aspects identified in the literature and agreed through consensus by palliative 
care experts.11-12 Palliative care integration is described as “bringing together administrative, 
organisational, clinical and service aspects in order to realise continuity of care between all 
individuals involved in the care network of patients receiving palliative care. It aims to achieve 
quality of life and a well-supported dying process for the patient and the family in collaboration 
with all the care givers (paid and unpaid)” (p.2).  
Prior to this research, the institution delivered specialised palliative care through inpatient 
consultations for every hospitalised COPD patient presenting with advanced disease; however 
outpatients in the respiratory service did not benefit from a systematic palliative care provision. 
Consequently, further strategies were judged to be needed to promote greater utilization of 
palliative care for patients with advanced COPD. The development and implementation of new 
healthcare initiatives maybe theory-driven, with a focus on understanding whether, how and 
why these initiatives work in a specific context.13 Theory of Change is a “theory of how and 
why an initiative works which can be empirically tested by measuring indicators for every 
expected step on the hypothesized causal pathway to impact”.14 (p.2) Furthermore, it helps to 
map all the steps that are required during the developmental process in order to identify short- 
and medium-term goals that foster and promote long-term goals in healthcare interventions.15 
A systematic review of the literature on palliative care integration in advanced COPD 
performed prior to this study, underlined the importance of organisational changes that are 
necessary to develop integrated care.16 This helped to focus the research aim on how to identify 
practices designed to increase palliative care integration for patients with advanced COPD in a 
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respiratory service in Southern Switzerland through a participatory action research approach, 
supported by a ToC framework. 
Methods 
Study design 
A participatory action research design was chosen for this study. Participatory action research 
can generate new knowledge from practice through a collaborative partnership between 
researchers and participants.17 This approach considers key stakeholders as decision-makers in 
research (collaborative inquiry group, CIG) and aims to change a pre-specified healthcare 
intervention. The involvement of key stakeholders within the research group may lead to a 
“bottom-up” modification of current practices in palliative care integration into standard care.18 
Action research involves a continuum of action planning, action performing, observing and 
reflecting on what happened in this process, as depicted in Figure 1.19 Crucial in this cyclic 
process is critical reflexivity, which supports changes in practices. Unlike quality 
improvement, action research aims to draw on multiple forms of knowledge, and generate 





Figure 1: Model of each small cycle with a four-step process description 
The study was undertaken over five action research cycles. The situational analysis of the first 
cycle reviewed the results from a previous study that explored patients and carers’ experiences 
in living with COPD and their awareness about palliative care provision in advanced COPD.21 
Guilt, sense of discrimination by healthcare professionals with regard to their smoking habits 
and caring for a loved-one with a self-inflicted disease were among the identified themes.21 
The fourth step of each small cycle led to the situational analysis and planning of the next cycle 
and this process ended within the fifth action research cycle. 
Participants and setting 
The study was conducted in a major public teaching hospital in Italian-speaking Southern 













participants were selected through purposive sampling among 38 healthcare professionals from 
different professional background (physicians, nurses and physiotherapists) and from both 
services who expressed an initial interest to participate. 
Inclusion and exclusion criteria, as listed in Table 1 below, were applied during the process.  
Table 1: Inclusion and exclusion criteria for healthcare professionals 
Inclusion criteria professionals Exclusion criteria professionals 
• Healthcare professionals caring for 
COPD or palliative care patients 
• Workplace in the local respiratory or 
palliative care service 
• Fluent in Italian 
• Competent and willing to sign the 
informed consent sheet 
• Working experience less than 
three years in either palliative 
care or respiratory medicine 
Potential participants were approached via email. Recruitment was supported by a detailed 
information letter, which explained who was undertaking the research, what the aims were and 
what the research involved (including time requirements, potential risks and data handling in 
terms of confidentiality). Face-to-face appointments between the researcher and potential 
participants were offered to give them a chance to ask questions about the study: two people 
took up this opportunity. Healthcare professionals who declared an interest in participating, 
received a postage paid envelope, together with the participant information sheet and the 
consent form. Participants were given two weeks to consider whether to join the study. The 
researcher met with participants at the first CIG meeting and gained informed, written consent 






Data collection followed a series of five action research cycles over a period of 16 months, 
from May 31st 2017 to September 27th 2018. The CIG meetings were conducted in a conference 
room on clinic premises during working hours, digitally recorded, anonymised and transferred 
to a password-protected computer. Data was retrieved among different data sources and in 
different formats. Audio recordings, observations (field notes) and notes from a personal 
reflective journal represented data sources from the CIG meetings. Demographic data, CIG 
meetings’ attendees for each session and all the results from an interview study with patients 
and carers exploring their perceptions in living with advanced COPD were also considered as 
data that informed the results of this research. The data format was heterogeneous, such as 
audio material transcribed verbatim, written notes, visual material such as power point 
presentations, diagrams, sketches, drawings and flowcharts.  
The data collected had different functions in the research process: it informed the CIG, it 
informed decisions about subsequent other data collection in all research cycles, guaranteeing 
the process flow among cycles, and it supported the process evaluation and outcomes for the 
entire research.22 
Data analysis 
Two different data analysis approaches were used.23 Firstly, concurrent analysis during each 
small cycle (cycle one to five) was adopted to develop themes within the individual cycle. This 
supported the research process and helped to further develop the next action research cycle. 
After every action performance, data collected was analysed using a thematic analysis 
approach.24 Field notes taken during all CIG meetings helped to triangulate data. Engagement 
with raw data, identification of initial codes and development of main themes were the steps in 
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data analysis. A summary of preliminary themes and subthemes from the previous cycle was 
discussed at the beginning of the next CIG meeting, thus enabling participants to: 1) Discuss 
the possible themes from the previous cycle, 2) Generate new data during discussion on the 
themes, while shaping the new action to perform in the upcoming cycle.  
Furthermore, a retrospective analysis was performed at the end of the whole research process. 
All data collected in the five action research cycles were analysed through thematic analysis to 
generate understanding about the whole research process, to inform the discussion and to 
answer the research question. A ToC framework supported the analysis and synthesis of themes 
identified during the CIG meetings. Moreover, Theory of Change embedded in this action 
research encouraged reflections about the need to recognise different levels of an institution 
where changes may be facilitated or prevented.25 To support a fundamental change in care 
delivery for patients with advanced COPD and foster palliative care integration, it was essential 
either to rethink the system where care is delivered or to adopt different models for care 
provision compared to the current situation.26 Key elements of a Theory of Change approach 
(the “how and why”) were applied to understand how to further shape and develop the new 
integrated care model and to provide a framework for monitoring and promoting future 
evaluations. 
Ethical considerations 
Ethical approval was granted from both the Swiss and the Lancaster University Research Ethics 
Committee (CE 3044 BASEC 2016-00361, FHMREC15099). 
Results 
Five females and two males participated in the study. The median age of participants was 49 
years (range 32-66 years). Five participants were physicians, one was a nurse and one a 
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physiotherapist. All healthcare professionals had more than 10 years of clinical experience in 
their specific field (palliative or respiratory care). A higher level of detail could not be provided 
due to anonymity concerns. All meetings lasted about an hour and all participants attended the 
five meetings. 
Through concurrent analysis of the five action research cycles and retrospective analysis of the 
whole process, three themes were identified as being essential for the development of 
integrated palliative care in advanced COPD and they are listed in Table 2. 
Table 2: Identified themes for integrated palliative care in COPD 
Identified themes for the development of integrated palliative care in COPD 
Multidimensional assessment 
(“Focus on patients”) 
Clinical assessment (patients’ needs) 
Identification of palliative care patients 
Palliative care timing 
Healthcare professionals’ education 
(“Focus on professionals”) 
Theoretical knowledge of general 
palliative care approaches 
Shared practical knowledge 
Reflective practice 
Interdisciplinary team meetings 
(“Focus on care delivery”) 
 
 
Some of these themes had been previously described as integrated care criteria for palliative 
care initiatives.11,27 These themes were considered as key elements which helped to develop a 
new integrated palliative care model for patients with advanced COPD. The starting point of 
this new integrated palliative care model was the assessment of needs. The identification of 
advanced COPD patients as palliative care recipients, the timing of palliative care provision in 
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standard respiratory care and a holistic evaluation of patients’ needs, were key features of this 
first component of the new model of care provision.  
The second key component of the model of service delivery was healthcare professionals’ 
education. Acquiring theoretical knowledge on palliative care approaches, developing skills 
and competences through shared consultations and fostering reflective practice among all 
professionals involved with care management of patients with advanced COPD, were 
considered to be required elements of basic education.  
The third key component of this model of care integration focused on how care is delivered to 
patients with advanced COPD. The main element that was identified from this action research 
study as being fundamental for integrated care provision was the implementation of 
interdisciplinary team meetings. Interdisciplinary team working was understood as integrating 
knowledge and competences from all healthcare professionals towards a common, patient-
centred approach of care delivery.28 This is different to multidisciplinarity, where collaborative 
work approaches among healthcare professionals with different competencies and skills are 
practiced within discipline borders.29 Further elements of interdisciplinary team meetings were 
not explored by participants during the CIG meetings. 
In summary, the study results provide information on essential elements that foster palliative 
care integration in “real clinical life” for patients with advanced COPD, as these elements are 
often overlooked in the overall management of this particular population. 
Discussion 
This research reiterates already known essential elements for palliative care integration in 
advanced COPD, such as holistic needs’ assessment, educational initiatives and modalities of 
service delivery.30-32 However, this study addresses the identification of key features each 
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essential element should include to allow and foster the process of palliative care integration 
in patients with advanced COPD, while being supported by a Theory of Change framework. 
Firstly, multidimensional needs’ assessment should consider three aspects, such as patients’ 
needs (the “what”), palliative care timing (“the when”) and identification of palliative care 
recipients (the “who”). Secondly, educational initiatives should promote different core 
components, such as theoretical knowledge (“to know”), practical knowledge (“to know how”) 
and experiential knowledge (“to know how to be”).33 Educational interventions such as the 
development of communication skills and knowledge about palliative care delivery in different 
care settings have been debated.30,34 Nonetheless, the evidence identified in this study about 
different levels of healthcare professionals’ knowledge which are required to provide integrated 
palliative care for patients with advanced COPD is new and represents a pillar of the proposed 
integrated care model. Lastly, interdisciplinary team meetings should be a fundamental 
component of service provision in the integrated palliative care model for patients with 
advanced COPD.  
This study was supported by a systematic review of the literature performed prior to the current 
research. The review identified a taxonomy involving different levels of care provision, where 
integrated care is the last step of a dynamic process of care delivery16. These results helped to 
raise awareness within the CIG about organisational changes that are necessary to develop 
integrated care.  
As previously mentioned, a theory-driven approach was chosen to support data analysis and 
synthesis. A ToC framework helped to clearly define all steps which are essential to support 
the implementation of this new integrated care model towards a pre-defined long-term 
outcome.14 These essential steps were identified through a Theory of Change supported process 
of rethinking the elements that were defined in the CIG meetings as components of a pathway 
of change. Therefore, all the elements were linked with long-term and intermediate outcomes, 
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interventions and indicators to evaluate the new integrated care model. This shift from elements 
identified in the CIG meetings towards a pathway of change helped to understand what is 
needed to further develop the implementation and broader dissemination of the integrated care 
model in advanced COPD.  
The elements of the pathway of change in relationship to the proposed integrated palliative care 
model are listed as follows:  
1) Long-term outcome: cantonal integrated palliative care model for advanced COPD  
2) Interventions: educational training, choice and implementation of patient identification and 
needs’ assessment tools, development of interdisciplinarity within caring teams  
3) Intermediate outcomes:  
• education: personnel is trained in palliative and respiratory care (acquiring theoretical, 
practical and experiential knowledge)  
• needs’ assessment: tools are used in daily clinical practice  
• service delivery: interdisciplinary team meetings are regularly held  
4) Indicators: they need to be discussed with key stakeholders in order to evaluate the 
integrated initiative (for example number of healthcare professionals who are trained, patients’ 
and carers’ satisfaction with care delivery, healthcare professionals’ experiences with care 
model, economic impact). 
This pathway of change may provide stakeholders in other settings a process to follow for their 
implementation of a similar model, adapted to their healthcare service setting.13 
The emerging COVID-19 pandemic prevented the full implementation of the integrated care 
model in our respiratory outpatients’ service. Nevertheless, a patients’ palliative care 
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identification tool was implemented, fostering shared consultations with pulmonologists, 
palliative care physicians and physiotherapists.35 Furthermore, the definition of milestones on 
the disease trajectory of all patients, such as the introduction of long-term oxygen therapy or 
loss of recreational activities triggered palliative care referral. Shared consultations addressed 
patients’ needs assessment through a specific validated tool that helped to tailor care provision 
according to patients’ needs.36 Virtual educational conferences for healthcare professionals 
within the respiratory service were conducted to foster general palliative care knowledge, albeit 
focussing on issues concerning respiratory diseases. Furthermore, discussions between partner 
institutions are currently underway to develop a project for a network social worker, who may 
provide care for patients in every possible setting (homecare, in-hospital consultations and 
outpatient care).  
Collaborative inquiry group meetings were held during working hours of participating 
members, in accordance with the institution. Additional costs of the development process were 
allocated to the palliative care service, as a 0.1 full time equivalent of a senior consultant for 
one month. Some preliminary information about potential outcomes from the model testing 
revealed an increase in early palliative care referral for both in-hospital and outpatients and 
justified the development of regular palliative care consultations for outpatients within the 
respiratory care service. Advance care planning discussions and continuity of care between 
different care settings were also fostered. 
Strengths and limitations 
The strengths of this study need to be highlighted. To our knowledge, this is the first study 
involving healthcare professionals developing knowledge through a participatory action 
research approach to understand how to integrate palliative care for patients with advanced 
COPD. Furthermore, this study identifies elements of a pathway of change that are needed to 
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implement the new intervention in standard care. These elements may be monitored and 
evaluated during the implementation process. The limitations of this study need to be 
acknowledged. Model testing was prevented by the COVID-19 pandemic, as the institution 
was forced to revise priorities towards the management of this global healthcare crisis. 
Nonetheless, as previously stated, the developed learning process helped to foster shared 
consultations and to implement validated patients’ assessment tools.  
The assessment of quality and rigour in action research remains an open debate.37 However, 
this research was supported by already established criteria, such as evaluation of worthwhile 
practical purposes, participative and democratic inquiry, inclusion of different forms of 
knowledge and maintaining a continuum of research development over time.38 Furthermore, it 
is important to highlight the role of the researcher, as practising action research within a 
practitioner’s group with hierarchical relationships is challenging. The risk of developing 
asymmetrical relationships and thus preventing a truthful capture of all opinions and voices 
needs to be constantly assessed.39 The CIG presented a dual power imbalance: one between the 
researcher and the non-medical professionals (nurse, physiotherapist), the second between the 
researcher, a senior consultant in palliative care and her medical colleagues. Continuous 
reflexivity and ongoing discussions about power relationships and sources of inequity were 
helpful to address potential study limitations.40 In addition, the use of few practicalities, such 
as participants interacting by first name, creating an informal Smartphone chat-app to schedule 
all group meetings and attending meetings in plainclothes, thus avoiding white coats within the 






Implication for policy and clinical practice 
This study evidences how palliative care can be integrated in respiratory care services for 
patients with advanced COPD and what elements are essential to foster care integration in “real 
clinical life”. Developing shared practices and training healthcare professionals on working 
together are examples of key elements that are often overlooked in the overall management of 
patients with advanced COPD. This research would not have been possible without a raised 
awareness among healthcare professionals working for the palliative and respiratory care 
service about the role palliative care might play in advanced COPD.41 This aspect is 
fundamental for promoting integrated care models into practice.42 Supporting knowledge 
dissemination on this topic could mitigate pre-existing misconceptions about palliative care, 
such as being relevant only in end-of-life and oncological settings, thus increasing interest and 
initiatives towards palliative care integration in advanced COPD.43 
Healthcare professionals’ education was recognised as a pillar of this integrated care model. 
Fostering theoretical, practical and experiential knowledge is essential to promote care 
integration in advanced COPD. Hence, institutions that are supporting change of care delivery 
for these patients are challenged to develop educational programmes for healthcare 
professionals working with advanced COPD patients and their families. Collaboration within 
educational networks may help to develop common programmes and define content and 
modalities of healthcare professionals’ education in palliative care.44 
The new integrated palliative care model underlines the importance of working in an 
interdisciplinary manner. Interdisciplinarity requires integrating knowledge and competences 
from all involved healthcare professionals towards a common and patient-centred approach of 
care provision.28 Learning how to work together in an interdisciplinary way needs training and 
the use of individual and group reflective practice. This is a process that is time consuming and 
17 
 
requires guidance from professionals who are used to working in and conducting 
interdisciplinary teams.45 
Lastly, respiratory care services that are interested in implementing integrated care models 
should consider the impact of professional resources needed for palliative care delivery. The 
lack of available specialised healthcare professionals may prevent the implementation of an 
integrated care model.41 Therefore, it is paramount to encourage healthcare professionals 
interested in working for integrated palliative care services to pursue educational programmes 
and develop competencies in this specific field. Increased training and input from palliative 
care specialists will foster maintain care high-quality palliative care delivery by respiratory 
care teams.  
Future research priorities 
In consideration of the implications for practice previously discussed, it is important to 
highlight areas of future research. The value of studying the care integration process as it was 
conducted helped to develop a theory to guide implementation in both local evaluation 
processes and in research contexts. It will be of utmost importance to understand how this 
model for palliative care provision may fit within existing institutions. Therefore, facilitators 
and barriers for implementation need to be explored and acknowledged during future service 
developments. Furthermore, integrated palliative care models for patients with advanced 
COPD could benefit from future research on quality indicators for practice. These indicators 
may help to understand the “how and the why” of future care integration, while fostering high-
quality care delivery. Lastly, understanding the perspectives of end-users and of professionals 
working within and across services may foster quality improvement and ongoing model 





This new developed integrated palliative care model in advanced COPD includes essential 
elements with a focus on patients, healthcare professionals and care delivery. Future research 
on model testing in clinical practice, service development, implementation processes and 
outcomes, including evaluation of the financial impact of integrated palliative care provision 
is deemed necessary to foster this care approach across all patients’ settings. 
Declaration of conflicting interests 
The author(s) declared no potential conflicts of interest with respect to the research, authorship 
and/or publication of this article. 
Funding 
No funding is to report. 
References 
1 World Health Organization. Burden of COPD. Available at 
http://www.who.int/respiratory/copd/burden/en (Accessed 10 January 2020). 
2 Hayle C., Coventry PA, Gomm S, et al. Understanding the experience of patients with 
chronic obstructive pulmonary disease who access specialist palliative care: A qualitative 
study. Palliative Medicine 2013; 27(9): 861-868. 
3 Elkington H, White P, Addington-Hall J, et al. The last year of life of COPD: a qualitative 
study of symptoms and services. Respiratory Medicine 2004; 98(5): 439-445. 
4 Pinnock H, Kendall M, Murray SA, et al. Living and dying with severe chronic obstructive 
pulmonary disease: multi-perspective longitudinal qualitative study. British Medical 
19 
 
Journal 2011; 342, d142. Available at https://doi.org/10.1136/bmj.d142 (Accessed 10 
January 2020). 
5 Vogelmeier C, Buhl R, Criée CP, et al. Leitlinie der Deutschen Atemwegsliga und der 
Deutschen Gesellschaft für Pneumologie und Beatmungsmedizin zur Diagnostik und 
Therapie von Patienten mit chronisch obstruktiver Bronchitis und Lungenemphysem 
(COPD). Pneumologie, 2007; 61, e1-e40. Available at 
https://doi.org/10.1055/s−2007−959200 (Accessed 10 January 2020). 
6 National Institute of Clinical Excellence. NICE clinical guideline 101: Management of 
chronic obstructive pulmonary disease in adults in primary and secondary care 2010. 
Available at http://www.nice.org.uk (Accessed 10 January 2020). 
7 Lanken PN, Terry PB, DeLisser HM, et al. An official American Thoracic Society clinical 
policy statement: palliative care for patients with respiratory diseases and critical illnesses. 
American Journal of Respiratory and Critical Care Medicine 2008; 177(8): 912-927. 
8 Global Initiative For Chronic Obstructive Lung Disease (GOLD). Global Strategy for the 
Diagnosis, Management and Prevention of COPD 2017. Available at 
http://goldcopd.org/gold-2017-global-strategy-diagnosis-management-prevention-copd 
(Accessed 10 January 2020). 
9 Van der Linden BA, Spreeuwenberg C and Schrijvers AJP. Integration of health care in 
the Netherlands: the development of transmural care. Health Policy 2001; 55(2), 111-120. 
10 Siouta N, van Beek K, van der Eerden ME, et al. Integrated palliative care in Europe: a 
qualitative systematic literature review of empirically-tested models in cancer and chronic 
disease. BMC Palliative Care 2016; 15: 56. Available at https://doi.org/10.1186/s12904-
016-0130-7 (Accessed 10 November 2019). 
11 InSuP-C. Integrated Palliative Care An EU Framework 7 Programme 2016. Available at 
http://www.insup-c.eu (Accessed 10 January 2020). 
20 
 
12 van der Eerden M, Csikos A, Busa C, et al. Experiences of patients, family and 
professsional caregivers with Integrated Palliative Care in Europe: protocol for an 
international , multicenter, prospective, mixed method study. BMC Palliative Care 2014; 
13.52. Available at http://www.biomedcentral.com/1472-684X/13/52 (Accessed 10 
January 2020). 
13 Anderson A. The Community Builder’s Approach to Theory of Change. A Practical Guide 
to Theory Development. New York 2015: The Aspen Institute. 
14 De Silva MJ, Breuer E, Lee L, et al. Theory of Change: a theory-driven approach to 
enhance the Medical Reseach Council’s framework for complex interventions. Trials 
2014; 15:267. Available at https://doi.org/10.1186/1745-6215-15-267 (Accessed 12 
January 2020) 
15 Breuer E, Lee L, De Silva M, et al. Using theory of change to design and evaluate public 
health interventions: a systematic review. Implementation Science 2016; 11:63. Available 
at https://doi.org/10.1186/s13012-016-0422-6 (Accessed 12 January 2020)  
16 Fusi-Schmidhauser T, Riglietti A, Froggatt K, et al. Palliative care provision for patients 
with advanced chronic obstructive pulmonary disease: A systematic integrative literature 
review. COPD 2018; 5(6), 600-611. 
17 Waterman H, Tillen D, Dickson R, et al. Action research: a systematic review and 
guidance for assessment. Health Technology Assessment 2001; 5(23), iii-157. 
18 White P and Lynch M. Palliative interventions and acute respiratory care in Ireland. In 
Hockley, J., Froggatt, K. and Heimerl, K. Participatory Research in Palliative Care: 
Actions and Reflections. Oxford 2013: Oxford University Press. 
19 Kemmis S and McTaggart, R. Participatory Action Research: Communicative Action and 
the Public Sphere. In Denzin, N. and Lincoln, Y. The Sage Handbook of Qualitative 
Research. 3rd ed. London 2005: SAGE Publications. 
21 
 
20 Greenwood J. Action Research: A Few Details, A Caution and Something New. Journal 
of Advanced Nursing 1994; 20, 13-18. 
21 Fusi-Schmidhauser T, Froggatt K and Preston N (2029) Living with Advanced Chronic 
Obstructive Pulmonary Disease: A Qualitative Interview Study with Patients and Informal 
Carers. COPD, 17(4), 410-418.  
22 Heron J. Co-operative Inquiry: Research into the Human Condition. Thousand Oaks CA 
1996: SAGE Publications. 
23 Titchen A. Professional craft knowledge in patient-centred nursing and the facilitation of 
its development. DPhil Thesis 2000; Linacre College. Kidlington, UK: Ashdale Press. 
24 Braun V and Clarke V. Using thematic analysis in psychology. Qualitative Research in 
Psychology 2006; 3(2), 77-101. 
25 Apgar MJ, Allen W, Albert J, et al. Getting beneath the surface in program planning, 
monitoring and evaluation: Learning from use of participatory action research and theory 
of change in the CGIAR Research Program on Aquatic Agricultural Systems. Action 
Research 2017; 15(1), 15-34.  
26 Hynes G, Kavanagh F, Hogan C, et al. Understanding the challenges of palliative care in 
everyday clinical practice: an example from a COPD action research project. Nursing Inquiry 
2015; 22(3), 249-260. 
27 Emanuel L, Alexander C, Arnold RM, et al. Integrating palliative care into disease 
management guidelines. Journal of Palliative Medicine 2004; 7(6), 774-783. 
28 Wouters EFM and Vanderhoven-Augustin IML. Importance of integrated care for the 
chronic obstructive pulmonary disease patient. Therapy 2009; 6(6), 831-835. 
29 Jessup RL. Interdisciplinary versus multidisciplinary care teams: do we understand the 
difference? Australian Health Review 2007; 31(3), 330-331. 
22 
 
30 Spence A, Hasson F, Waldron M, et al. (2009) Professionals delivering palliative care to 
people with COPD: qualitative study. Palliative Medicine 2009; 23(2), 126-131. 
31 Burgess T, Young M, Crawford GB, et al. Best-practice care for people with 
advanced chronic obstructive pulmonary disease: The potential role of a chronic 
obstructive pulmonary disease care co-ordinator. Australian Health Review 2013; 37(4), 
474-481. 
32 Duenk RG, Heijdra Y, Verhangen SC, et al. PROLONG: a cluster controlled trial to 
examine identification of patients with COPD with poor prognosis and implementation of 
proactive palliative care. BMC Pulmonary Medicine 2014; 14:54. Available at 
https://doi.org/10.1186/1471-2466-14-54  (Accessed 10 January 2020). 
33 Heron J and Reason P. A Participative Inquiry Paradigm. Qualitative Inquiry 1997; 3(3), 
274-294. 
34 Beernaert K, Cohen J, Deliens L, et al. Referral to palliative care in COPD and other 
chronic diseases: A population-based study. Respiratory Medicine 2013; 107(11), 1731-
1739. Available at https://doi.org/10.1016/j.rmed.2013.06.003 (Accessed 10 January 
2020). 
35 The Gold Standards Framework. Proactive Identification Guidance – 6th Edition 2016. 
Available at https://www.goldstandardsframework.org.uk/PIG (Accessed 10 January 
2020). 
36 Chang VT, Hwang S, Kasimis B, et al. Shorter symptom assessment instruments: the 
Condensed Memorial Symptom Assessment Scale (CMSAS). Cancer Invest 2004; 22(4), 
526-536. 
37 McTaggart R. Participatory Action Research: issues in theory and practice. Educational 
Action Research 1994; 2(3), 313-337. 
23 
 
38 Reason P. Choice and Quality in Action Research Practice. Journal of Management 
Inquiry 2006; 15(2), 187-203. 
39 Casarett D. Ethical Issues in Palliative Care Research. In Hanks, G., Cherry, N.I., 
Christakis, N.A., Fallon, M., Kaasa, S. and Portenoy, R.K. (eds.). Oxford Textbook of 
Palliative Medicine. 4th ed. Oxford: Oxford University Press 2010 (pp. 416-421). 
40 Grant J, Nelson G and Mitchell T. Negotiating Challenges of Participatory Action 
Research: Relationships, Power, Participation, Change and Credibility. In Reason, P. and 
Bradbury, H. The Sage Handbook of Action Research: Participative Inquiry and Practice. 
2nd ed. London: SAGE Publications 2008 (pp. 589-601). 
41 Smallwood N, Currow D, Booth S, et al. Attitudes to specialist palliative care and advance 
care planning in people with COPD: a multi-national survey of palliative and respiratory 
medicine specialists. BMC Palliative Care 2018; 17:115. Available at 
https://doi.org/10.1186/s12904-018-0371-8 (Accessed 10 January 2020). 
42 Smallwood N, Thompson M, Warrender-Sparkes M, et al. Integrated respiratory and 
palliative care may improve outcomes in advanced lung disease. European Respiratory 
Journal Open Research 2018; 4:00102. Available at 
https://doi.org/10.1183/23120541.00102-2017 (Accessed 10 January 2020). 
43 Ostgathe C, Alt-Epping B, Golla H, et al. on behalf of the Hospice and Palliative Care 
Evaluation (HOPE) Working Group. Non-cancer patients in specialized palliative care in 
Germany: What are the problems? Palliative Medicine 2011; 25(2), 148-152. 
44 Connolly M and Charnley K. Position Statement on Palliative Care Education on the Island 
of Ireland. All Ireland Institute of Hospice and Palliative Care 2015. Available at 
https://aiihpc.org/wp-content/uploads/2015/11/Palliative-Care-Education-Position-
Statement-.pdf (Accessed 10 January 2020). 
24 
 
45 Vyt A. Interprofessional and transdisciplinary teamwork in health care. 
Diabetes/Metabolism Research and Reviews 2008; 24, Suppl 1:S106-109. Available at 
https://doi.org/10.1022/dmrr.835 (Accessed 10 January 2020). 
